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TRENDS  IN  THE  MASSACHUSETTS  SERVICES  SYSTEM  FOR  PERSONS  WITH 
MENTAL  RETARDATION:  WHERE  ARE  WE  AND  WHERE  ARE  WE  GOING? 


The  new  system  goals  for  the  Department  of  Mental  Retardation  are  good . . .  We 
need  partnerships  . . .  with  providers,  with  families,  and  with  the  community,  not 
competition  [with  each  other] . .  .We  need  to  build  a  system  based  on  trust  that 
permits  flexibility  and  mandates  responsiveness  but  recognizes  the  inherent 
limitations  of  all  involved.  (A  compilation  of  some  thoughts  from  families,  providers 
and  Department  staff.) 


INTRODUCTION 

Statement  of  Purpose 

Since  January  1994,  staff  and  members  of  the  Governor's  Commission  on 
Mental  Retardation  have  met  with  a  variety  of  key  stakeholders  in  the  Massachusetts 
mental  retardation  services  system  and  visited  an  array  of  services  and  supports 
provided  to  people  with  mental  retardation  and  their  families.  Our  purpose  was: 

(1)  to  introduce  and  explain  the  mission  of  the  Governor's  Commission  to 
individuals  connected  to  the  services  system, 

(2)  to  observe  practices  to  support  people  with  mental  retardation  in  their 
communities, 

(3)  to  solicit  issues  and  concerns  regarding  the  current  services  system,  and 

(4)  to  obtain  suggestions  for  improvements  to  the  services  system. 

This  report  is  written  to  convey  what  we  learned,  to  highlight  how  system 
change  is  being  addressed  in  other  states,  and  to  provide  an  overview  for  the 
Commissioner  of  the  Department  of  Mental  Retardation  and  his  staff  that  reflects  the 
ideals  and  direction  that  should  be  embodied  in  the  field  of  mental  retardation  as  it 
moves  to  the  next  century. 


The  overriding  perspective  that  emerged  is  that  DMR  must  be  proactive  in 
moving  government  functions  including  planning,  policy  formulation  and  funding 
decisions  closer  to  the  community  and  family.  DMR  must  now  embark  on  a  new  era 
where  community  based  service  standards  alone  are  not  sufficient  without  a 
commitment  to  a  true  "partnership  with  families." 

Methods 

During  the  past  year,  we  met  with  hundreds  of  families  and  individuals  with 
mental  retardation,  service  providers,  and  Department  of  Mental  Retardation  (DMR) 
staff  in  every  region  of  the  State.  The  site  visits  typically  consisted  of  one  or  two  days 
spent  in  each  DMR  region.  We  met  with  both  area  and  regional  DMR  staff  and  visited 
individuals  with  disabilities  in  their  own  homes  in  the  community  and  in  state  institutions, 
and  in  their  supported  or  sheltered  work  places.  Finally,  in  most  regions,  we  held  an 
evening  meeting  with  families,  advocates,  providers,  and  individuals  with  mental 
retardation  and  other  disabilities.  A  key  effort  throughout  the  year  was  to  garner  as 
much  participation  from  the  many  different  key  stakeholders  as  possible.  The  following 
breakdown  illustrates  the  scope  of  public  input  we  solicited  during  the  past  year: 

•52  providers, 

•85  families  and  individuals  with  mental  retardation, 

•  100  DMR  regional  and  area  staff,  including  service  coordinators. 

In  order  to  contrast  our  experiences  in  Massachusetts  with  other  states,  we  met 
with  individuals  with  disabilities  and  staff  from  one  regional  agency  in  New  Hampshire  - 
a  state  that  has  garnered  much  attention  recently  because  of  its  innovative  approach  to 
supporting  people  with  mental  retardation.  We  also  reviewed  system  change  and 
planning  documents  from  other  state  departments  of  mental  retardation  and 
developmental  disabilities,  state  developmental  disabilities  councils,  and  nationally 
recognized  policy  and  research  centers  in  mental  retardation. 


Structure  of  the  Report 

The  following  components  will  be  briefly  presented  in  this  report: 
•National  context  of  services  in  mental  retardation, 
•Massachusetts  context  of  services  in  mental  retardation, 
•Perspectives  of  families  and  individuals  with  mental  retardation  on  the 
Massachusetts  services  system, 

•Perspectives  of  providers  on  the  Massachusetts  services  system, 
•Perspectives  of  DMR  staff  on  the  services  system,  and 
•Summary  of  Findings. 

NATIONAL  CONTEXT  OF  SERVICES  IN  MENTAL  RETARDATION 
National  Indicators  of  System  Change 

One  of  the  hallmarks  of  the  field  of  mental  retardation  and  developmental 
disabilities  is  its  ability  to  continually  reassess  and  reevaluate  the  goals  and  principles 
that  underpin  its  structure  of  services  and  supports.  During  the  past  25  years,  change 
has  been  a  constant  in  the  field  of  mental  retardation  and  developmental  disabilities— 
from  institutional  reform  to  deinstitutionalization  and  community  development  to 
community  membership  and  individual  supports  (Bradley,  1994).  Furthermore,  this 
system  change  has  not  been  limited  to  one  or  two  parts  of  the  United  States.  Today, 
almost  every  state  including  Massachusetts  is  reexamining  and  restructuring  existing 
residential  and  day  services  and  creating  entirely  new  models  for  family  and  individual 
support. 

National  data  collected  by  the  University  of  Illinois  at  Chicago  and  the  University 
of  Minnesota  confirm  the  trend  of  continuing  change  in  mental  retardation1.     Some  of 
these  changes  include: 

•continuing  decline  in  large  (16  bed  or  more),  publicly  operated  state  facilities  - 
The  population  of  these  facilities  on  June  30,  1993  was  69,760,  a  6.3%  decrease  from 


Mangan,  T.,  Blake,  E.M.,  Prouty,  R.W.,  &  Lakin,  K.C.,  (1994).  Residential  services  for  persons 
with  mental  retardation  and  related  conditions:  Status  and  trends  through  1993.  Minneapolis:  University 
of  Minnesota  Research  and  Training  Center  on  Residential  Services  and  Community  Living,  Institute  on 
Community  Integration  (UAP);  Braddock,  D.,  Hemp,  R.,  Bachelder,  L,  &  Fujiura,  G.(1995).  The  state  of 
the  states  in  developmental  disabilities,  fourth  edition.  Washington,  D.C.  American  Association  on  Mental 
Retardation. 


the  previous  year.  Since  1977,  the  total  population  of  such  facilities  has  declined  by 
55%. 

•continuing  closure  of  large  state  mr/dd  facilities  and  mr  units  in  psychiatric 
facilities  -  Fifty-four  facilities  were  closed  between  1988  and  1993,  and  another  26  of 
255  (10.2%)  facilities  are  projected  to  be  closed  between  now  and  1996. 

•continuing  decreases  in  admissions  and  discharges  from  large  state  mr/dd 
residential  facilities  -  Residential  movement  patterns  since  the  1 970's  show  that 
preventing  admissions  has  accounted  for  more  of  the  reduction  in  total  population  than 
the  number  of  discharges.  A  total  of  4,684  persons  were  admitted  to  large  state  mr/dd 
facilities  in  1993;  this  total  was  largely  a  result  of  consolidation  of  populations  as 
facilities  were  closed,  especially  in  New  York  State,  which  accounted  for  42%  of  total 
admissions. 

•continuing  increases  in  the  number  of  individuals  with  mental  retardation  living 
in  small  residential  settings  (six  residents  or  less)  -  Between  1977  and  1993,  the 
largest  increase  in  all  residential  settings  (public  and  private)  occurred  in  residential 
settings  with  one  to  six  residents  (from  20,409  residents  in  1977  to  137,213  residents  in 
1993).  This  phenomenal  change  is  further  illustrated  by  the  following  statistic:  in  1977, 
only  7%  of  the  291,551  persons  with  mr/dd  living  in  out-of-home  placements  were  living 
in  settings  of  6  or  fewer  persons.    In  1993,  44%  of  individuals  with  mental  retardation 
were  living  in  such  places. 

•continuing  use  of  private  agencies  to  serve  persons  with  mental  retardation 
living  in  small  residences  -  In  1993,  almost  all  (99%)  of  the  residences  with  6  or  fewer 
residents,  were  operated  by  private  agencies.  The  same  is  true  for  residences  that 
include  7-15  individuals. 

•continuing  hse  in  the  daily  cost  per  resident  of  large,  publicly  operated 
facilities  -  The  declining  census  in  state  institutions  coupled  with  a  plateauing  of 
institutional  spending  has  led  to  sky  rocketing  per  diem  rates.  During  1988-1992,  per 
diems  increased  from  $154  to  $212,  a  20%  increase  over  four  years,  after  adjusting  for 


inflation.  There  were  great  variations  in  rates  among  the  states  in  1992;  1 1  states  had 
per  diems  exceeding  $300,  including  Massachusetts. 

•continuing  increases  in  the  total  spending  for  mental  retardation  services 
(federal,  state  and  local).  Between  1988-1992,  there  was  a  28%  growth  rate  in  mental 
retardation  spending  (adjusted  for  inflation)  with  the  greatest  increase  in  funds  allocated 
to  community  services  -spending  advanced  52%  compared  to  only  5%  for  large, 
congregate  care  services. 

Although  the  percentage  of  total  community  spending  from  state  governments 
declined  from  70%  to  62%  between  1988  and  1992,  this  was  due  primarily  to  the 
significant  expansion  of  federal  funding  available  through  the  Medicaid  Home  and 
Community  Based  Services  (HCB)  program  and  the  ICF/MR  program.  The  states' 
fiscal  contribution  to  the  expansion  of  the  community  system  remains  vital,  since  they 
contribute  more  than  half  of  all  spending  for  such  services. 
Guidelines  for  System  Change  In  Mental  Retardation 

The  fiscal  and  service  trends  highlighted  above  are  not  occurring  in  a  vacuum. 
In  addition  to  overall  increased  community  spending  and  decreased  institutional 
spending,  many  states  have  implemented  a  number  of  initiatives  that  are  directed  at 
expanding  and,  in  many  cases,  redirecting  resources.  The  two  principal  ways  in  which 
states  are  making  such  changes  include: 

(1)  supporting  the  majority  of  persons  with  mental  retardation  where  they  live, 
that  is,  with  their  families.  Only  308,894  (4%)  of  the  estimated  7.2  million  people 
with  mental  retardation  were  receiving  residential  services  as  of  June  30,  1993. 

(2)  maximizing  opportunities  for  individuals  to  live  and  work  in  environments 
that  will  enable  them  to  be  a  part  of  their  communities. 

Most  states  have  added  family  support,  assistive  technology,  supported  employment, 
and  supported  living  policies  and  programs  to  their  service  menus  in  order  to  be  more 
responsive  to  individual  needs  and  requests  (Braddock  et  al,  1995). 


The  structural  changes  that  are  being  made  in  states  across  the  country  have 
been  spurred  on  in  large  part  by  the  stated  desires  of  people  with  disabilities  and  their 
families  to  fully  implement  promised  goals  of  community  integration  and  inclusion, 
choice,  and  empowerment.  Bradley  &  Knoll  (1990),  Smull  (1989),  Taylor  (1988  )  and 
others  have  highlighted  the  various  limitations  of  each  successive  "wave  of  services" 
that  has  shaped  the  mental  retardation/developmental  disabilities  field,  including:  (I)  a 
growing  recognition  that  the  present  system  would  never  be  able  to  meet  increasing 
demands  for  services,  and  (2)  a  lack  of  variety  and  options  to  enable  people  with 
mental  retardation  and  their  families  to  become  integral  parts  of  their  communities. 

As  noted  by  Bradley  (1994),  the  changes  that  are  moving  the  mental  retardation 
system  to  focus  on  individual  supports  and  community  membership  may  be  more 
revolutionary  than  those  that  led  to  deinstitutionalization  and  characterized  major 
federal  legislation  and  court  decrees  in  the  1970's  and  1980's.  The  values  associated 
with  community  membership  include,  but  are  not  limited  to,  the  following: 

•  a  focus  on  individual  capacity  and  'gifts'  instead  of  deficits, 

•  community  connections  that  can  provide  a  network  of  informal  and  formal 
supports  and  appropriate  safeguards, 

•  a  greater  range  of  informed  choices  and  ways  to  control  one's  environment 
(through  supports,  technology,  or  additional  resources),  and 

•  a  circle  of  supports  and  services  that  is  truly  based  on  the  person  with 
mental  retardation's  desires  and  future  aspirations  (with  appropriate  assistance 
from  family  and  friends),  not  those  of  service  agencies,  case  managers  or 
government  bureaucrats. 

By  all  accounts,  the  momentum  of  change  occurring  in  mental  retardation  and 
developmental  disabilities  will  not  abate.  At  the  same  time,  there  has  been  much 
attention  on  the  'rhetoric'  of  change  that  is  not  necessarily  matched  in  reality.  It  is 
reasonable  to  conclude,  therefore,  that  any  form  of  social  change  must  be  guided  by 
clear  and  consistent  principles  that  are  then  translated  into  goals,  objectives  and  tasks. 
A  corollary  is  that  change  is  not  self-implementing.  Public  policies  are  needed  to  clarify 


and  to  support  the  nitty-gritty  aspects  of  creating  a  new  structure  for  individualized 
support.  Furthermore,  many  states  are  using  government  policy  to  "steer  rather  than 
row"  (Osborne,  1993)  by  promoting  activities  such  as  new  administrative  policies  and 
plans,  new  and  reallocated  funding,  and  management  practices  aimed  at  empowering 
staff,  individuals  with  disabilities  and  their  families. 

In  some  states  (e.g.,  Florida,  Alaska,  Connecticut,  New  Hampshire,  Utah, 
New  York,  Alabama),  change  results  from  the  "top  down"  listening  to  individuals  at  the 
grass  roots  level.  In  all  of  these  states,  there  is  a  generic  mission  statement  that 
reflects  a  set  of  overarching  values  guiding  the  system.  These  values  have  also  been 
translated  into  actionable  items  in  short  and  long  range  plans,  service  principles,  and 
regulatory  relief  measures. 

The  state  of  Maine  recently  surveyed  all  50  states  requesting  information  on 
individual  planning  processes,  since  it  was  interested  in  designing  and  implementing  a 
person-centered  planning  process  for  all  of  its  citizens  with  mental  retardation.  A  new 
Community  Consent  Decree  signed  in  1994  between  the  plaintiffs  and  the  Maine 
Department  of  Mental  Health  and  Mental  Retardation  adopted  10  principles  to  guide  the 
services  system,  including  a  person-centered  planning  process.  Within  18  months  of 
the  signing  of  the  Decree,  the  Maine  DMR  must  give  each  class  member  an  opportunity 
to  engage  in  a  person-centered  planning  process.  This  person-centered  focus  will 
invariably  lead  to  broader  system  changes  including  how  providers  respond  to 
individual  requests,  how  the  state  funds  such  requests,  and  who  ensures  that  such 
requests  are  met  and  reflect  the  individual's  stated  desires. 

Other  states  have  used  planning        ""^ ™™"™ ^"™ 

documents  or  service  principles  to  "Do"?  focus  on  a  Person's  problems, 

focus  on  [his  or  her]  life.  People  are 
illustrate  how  they  intend  to  guide  their  not  just  their  problems. "  (State  of 

bureaucracies  towards  individual  support.        AlaskaA)evelopmental  Disabilities, 

Service  Principles) 
Connecticut's  five  year  plan  clearly  


states  five  strategic  commitments, 
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including  one  on  inclusive  community  life.  The  authors  describe  the  six  most  important 
things  that  must  be  addressed  in  order  to  implement  the  plan.  They  include: 

•personalized  planning  and  supports, 

•community  membership, 

•community  living, 

•spending  daytime  hours  in  meaningful  ways, 

•decreased  reliance  on  segregated  settings,  and 

•flexible  systems  to  support  people. 
Each  focus  area  is  then  linked  to  specific  actions,  success  measures  and  estimated 
costs.  Accomplishments  that  have  occurred  in  each  area  during  the  previous  year  are 
also  detailed. 


Alaska's  Division  of  Mental  Health 


Time  passes  quickly  for  all  of  us, 
&  Developmental  Disabilities  has  issued        disabled  or  not,  and  none  of  us  should  be 

a  booklet  about  the  principles  that  guide        prevented  from  having  the  opportunity  to 

fulfill  our  dreams  because  we  are 
service  systems  in  organizing  and  connected  to  a  system  that  is 

providing  supports  to  people  with  unresponsive,  insensitive  or  unwilling  to 

figure  out  how  to  make  these  dreams 
disabilities.  This  booklet  is  more  than  a         become  realities. "  (Becky  Dugger,  Hope 

listing  of  the  9  service  principles  that  will        House  Foundation,  Norfolk,  VA) 
help  shape  system  reform  in  Alaska;  it  is 


also  a  commitment  on  the  part  of  Alaska's  policy  makers  that  these  principles  will  be 
tied  to  the  way  the  state  spends  its  money,  and  that  they  will  be  used  as  a 
communication  tool  to  ensure  that  everyone  is  "using  the  same  road  map  to  get  to 
where  we  are  all  trying  to  go."  (Alaska  Division  of  Mental  Health  &  Developmental 
Disabilities,  p.  2) 

Although  the  service  principles  booklet  is  not  a  strategic  plan,  it  takes  the  vision 
that  Alaskans  have  articulated  regarding  system  reform  and  weaves  it  into  a  rich  and 
comprehensive  framework  using  individual  stories  from  people  with  disabilities,  staff, 
and  families.  It  also  describes  the  many  complexities  that  any  state  system  will  face  in 


making  such  changes  by  soliciting  the  views  of  key  stakeholders  and  providing 
examples  of  how  change  can  happen. 

Other  change  elements  highlighted  in  state  planning  documents  include  re- 
tooling case  management  or  service  coordination  into  an  independent  and  'market'- 
oriented  service.  Some  states  call  these  individuals  support  coordinators  while  others 
describe  them  as  personal  agents,  brokers,  or  community  facilitators. 

As  the  linchpin  to  the  supports  and  services  system  for  individuals  with  mental 
retardation  and  their  families,  personal  agents  or  support  coordinators  must  be 
empowered  to  do  "whatever  it  takes"  to  meet  stated  requests  and  needs.  A  related 
issue  is  that  the  number  of  individuals  and  families  that  coordinators  or  facilitators  can 
work  with  must  be  small  enough  to  enable  them  to  identify  and  obtain  whatever  informal 
and  formal  supports  may  be  desired.  A  recent  Human  Services  Research  Institute 
study  found  that  states  with  model  case  management  practices  have  caseloads  no 
higher  than  35;  most  are  lower  (Ashbaugh  &  Blaney,  1993).  Many  states  are  focusing 
their  energies  on  reforming  case  management  because  of  its  pivotal  role  in  making  a 
program  driven  system  shift  to  an  individual  support  driven  system. 

It  is  evident  from  our  sample  of  ^^^^^^^^^^^^^^^^^^^^^^^ 

state  and  federal  policy  statements  that  "' donY  want  a  P,an> l  want  a  life!" 

(Alaska  DD,  Service  Principles) 

human  service  policy  makers  need  to  


view  individuals  with  mental  retardation 

and  developmental  disabilities  in  a  holistic  manner  and  to  make  policy  responsive  to  the 
"needs  of  the  customer."  Much  of  what  has  been  learned  recently  about  personalizing 
supports  and  services  has  been  gleaned  from  the  experiences  of  eight  states  that  are 
receiving  Medicaid  funded  Community  Supported  Living  Arrangements  (CSLA)  grants. 
Other  examples  can  be  found  in  states  that  have  already  shifted  most  of  their  resources 
to  focus  on  individuals,  not  programs. 

In  New  Hampshire,  several  of  the  state's  12  regional,  non-profit  agencies  in 
developmental  disabilities  are  approaching  system  reform  in  creative  ways.  In  late 
1993,  Region  V  Area  Agency  received  a  three  year  Robert  Wood  Johnson  grant 
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supported  by  the  New  Hampshire  Division  of  Mental  Health  and  Developmental 
Disabilities  to  demonstrate  how  a  human  services  system  can  change  from  a  program 
or  service  focus  to  one  that  is  based  on  self-determination  and  inclusion. 

A  draft  paper  prepared  in  early  1994  lays  out  the  vision  for  a  "new"  community 
system  in  Region  V,  including  future  goals,  principles  for  action,  and  strategies  to 
accomplish  such  goals.  A  key  section  of  this  planning  document  is  called  "conditions 
for  success"  and  mirrors  many  of  the  themes  expressed  in  other  system  change 
documents,  including  the  need  for  circles  or  support  networks,  renewed  service 
agencies  driven  by  individual  requests,  and  personal  agents. 

Similar  thinking  and  action  has  occurred  in  New  Hampshire's  Developmental 
Services  of  Strafford  County.  Since  1986,  this  region  has  assisted  all  of  the  people 
they  serve,  many  of  whom  have  severe  and  multiple  disabilities,  to  live  in  individualized 
settings.  Today,  85  people  are  being  supported  in  80  different  settings,  including  family 
home  providers,  individual  homes  and  apartments,  and  living  on  their  own  with  minimal 
help.  The  executive  director  of  this  regional  agency  emphasized  that ". .  .  the  action  is 
out  there.  .  .[you]  must  push  the  responsibility  out  to  where  the  action  is."  (Trites,  1995). 

Another  essential  feature  of  system  reform  in  this  New  Hampshire  region  is  its 
ability  to  use  flexible  resources  in  order  to  create  individual  budgets  and,  therefore, 
move  dollars  around  to  meet  changing  needs.  Most  of  New  Hampshire's  community 
system  is  funded  through  the  Medicaid  Home  and  Community  Based  Waiver  and  the 
leadership  in  the  central  office  empowers  the  area  agencies  to  determine  how  they 
spend  their  allocations.  And  lastly,  all  residential  properties  that  are  not  owned  or 
leased  by  the  individual  with  mental  retardation/developmental  disabilities  are  up  for 
sale.  "We  want  to  stay  out  of  the  property  business,"  says  Strafford  County's  executive 
director,  Don  Trites.  The  separation  of  services  and  supports  from  housing  has  also 
stimulated  greater  flexibility  in  designing  individual  networks  and  service  options. 

The  key  factors  that  have  led  this  regional  agency  to  create  such  enormous 
change  in  people's  lives  can  be  seen  in  its  continual  effort  to  build  a  stronger  value 
base  to  guide  the  system.  There  is  ongoing  value  based  training  for  staff,  and 
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particular  attention  is  paid  to  what  individuals  or  their  family  or  friends  are  saying  about 
what  a  home  and  community  means  to  them.    Encouraging  open  communication, 
permitting  and  learning  from  mistakes,  building  networks  that  focus  on  personalizing 
supports,  and  taking  time  to  make  it  all  fit  together  are  some  of  the  key  attributes  of  this 
area  agency's  approach  to  system  reform. 

OBSTACLES  TO  SYSTEM  REFORM 

Although  state  plans  and  service  principles  are  meant  to  be  future  oriented  and 
pro-active,  they  also  reflect  common  problems  that  prevent  system  goals  from  being 
implemented.  In  a  recent  policy  analysis  of  Oregon's  developmental  disabilities 
system,  the  authors  highlighted  several  obstacles  to  system  reform  that  can  be  found  in 
most  states.  They  include: 

•funding  issues  -  High  staff  turnover,  low  wages,  insufficient  cost  of  living 
increases,  and  inequities  in  payments  for  services  continue  to  plague  the  services 
system.  As  noted  by  many  respondents  in  this  study,  inadequate  funding  can 
adversely  affect  quality. 


Another  serious  limitation  echoed 


by  respondents  in  this  study  focused  on  We  have  fstaffJ  Performing  very 

complex  functions,  things  that  involve 
the  inequities  in  payments  for  services  very  critical  health  and  safety  decisions 

based  on  how  and  where  individuals  with        that  re(*uire  extensive  judgment, 

require  a  great  deal  of  responsibility, 
mental  retardation  enter  the  community  and  we  pay  them  less  than  we  pay  the 

services  system.  Persons  leaving  night  janitor  at  McDonald's  or  a  person 

serving  hamburgers  at  Burger  King. 
institutions  receive  a  much  higher  level  of        (Oregon,  Policy  Analysis  Report) 

funding  than  consumers  already  in  the 

community,  a  common  occurrence  in  "™™"™ ™~'™I,,M" «^^^— ^— — 


states  where  large,  Medicaid  supported  public  facilities  are  undergoing  reform  either 
due  to  court  intervention  or  state  policies. 

•access  issues  -  People  waiting  for  services  and  needing  services  or  supports 
reflect  not  only  funding  problems  but  also  inefficiencies  in  the  system.  The  difficulties  in 
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reconfiguring  existing  resources  to  expand  and  support  greater  numbers  of  individuals 
and  their  families  is  an  unmet  challenge.    As  a  New  Hampshire  area  director 
emphasized,"  the  system  forces  families  into  crises"  because  it  does  not  provide  the 
necessary  supports  in  a  timely  fashion.  In  addition,  some  services  or  supports  such  as 
transportation  never  seem  to  be  adequate  or  tailored  to  enable  an  individual  with 
mental  retardation  to  get  to  his  or  her  day  time  activity  like  anyone  else  in  his  or  her 
community. 

•bureaucratic  issues  -  Interagency  politics,  communication  and  information 
policies  also  contribute  to  system  inefficiencies  and  lack  of  trust  among  the  key 
stakeholders  in  the  system.  Efforts  to  promote  partnerships  are  hampered  not  only  by 
the  mental  retardation  services  system  but  other  generic  human  services  agencies. 
Housing,  transportation,  employment  are  often  heavily  regulated  and  do  not  understand 
how  services  and  supports  must  be  shifted  from  programs  to  individuals.  In  order  to 
create  an  environment  conducive  to  systems  change,  information  exchange  must  be 
constantly  reviewed  and  modified.  A  clear  and  updated  communication  policy  can 
eliminate  confusion,  inconsistencies,  and  the  risk  of  reverting  back  to  practices  that  do 
not  support  system  change.  Several  states  have  held  community  forums,  convened 
focus  groups,  sponsored  legislative  work  groups,  or  developed  other  collaborative 
efforts  that  reflect  a  commitment  to  building  system  change  based  on  what  people  want 
from  the  system.  A  sample  of  what  people  want  from  any  services  system  is 
highlighted  by  Florida  citizens  in  a  recent  series  of  community  forums  titled  "Living 
Everyday  Lives": 

Better  outcomes  from  the  system 

Attitude  changes:  friendly  services 

Less  bureaucratic  language 

No  false  expectations 

Promises  kept 

No  waiting  lists 

Consistency  and  follow  through  on  things  that  are  recommended 
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Cost  effective  supports  and  services 

More  funding  to  families 

Flexible  funding 

Coordinated  services-too  many  people  and  organizations 

Equivalent  dollars  and  services  regardless  of  where  someone  lives 

More  training,  especially  for  support  coordinators 

Agency  cooperation  and  collaboration 

(  Living  Everyday  Lives.  Update:  A  Strategic  Plan  for  Individuals  who  Have 

Developmental  Disabilities.  Florida  Department  of  Health  &  Rehabilitative 

Services,  1994,  p.  17.) 

The  Massachusetts  Department  of  Mental  Retardation  has  begun  to  implement 
numerous  initiatives  that  help  shift  the  current  services  system  from  a  program  focus  to 
an  individual  focus.  Some  of  the  limitations  and  the  successes  with  this  transition  are 
highlighted  in  the  remaining  sections  of  this  report.  Part  I  provides  an  overview  of 
recent  internal  and  external  events  within  DMR  that  frame  its  orientation  to  system 
change. 

MASSACHUSETTS  CONTEXT  OF  SERVICES  IN  MENTAL  RETARDATION 
Policies  Guiding  the  Department  of  Mental  Retardation 

Since  the  late  1970's,  the  policies  of  DMR  have  been  guided  by  the  premises  of 
deinstitutionalization,  improvement  of  conditions  and  services  for  persons  who  remain 
in  institutions,  and  the  development  of  comprehensive  community-based  care  systems. 
Recently,  the  Department  has  begun  to  shift  its  focus  from  a  program  based  system  to 
a  person-centered  services  approach  for  persons  with  mental  retardation.    The 
purpose  of  this  shift  is  to  provide  a  system  of  supports  that  is  based  on  each  person's 
needs  and  desires  rather  than  on  where  the  person  lives.  The  mechanisms  that  are 
guiding  this  significant  shift  in  policy  and  practice  include  a  different  vision  and  set  of 
values  and  a  fundamental  restructuring  of  how  the  system  responds  to  these  values. 
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Specifically,  in  the  last  five  years,  DMR  has  implemented  a  series  of  internal  and 
external  activities  that  focus  on  system  change.  They  include: 

•  A  mission  statement  that  reflects  the  core  values  needed  to  guide  system 
change, 

•  A  series  of  Total  Quality  Management  (TQM)  workshops  that  generated 
specific  system  change  recommendations  for  residential,  day/employment  and 
family  support  reforms, 

•  The  unification  of  DMR 's  Community  and  facility-based  services, 

•  Facility  closures  and  community  placements,  including 

Belchertown  State  School,  the  Dexter  campus  of  Wrentham  State  School,  and 
closing  the  J.  T.  Berry  center  by  the  summer  1995.  Over  the  past  three  years,  a 
total  of  600  individuals  with  mental  retardation  have  been  placed  into  the 
community  from  all  state  facilities. 

•  Implementation  of  a  Quality  Enhancement  system  (QUEST)  that  monitors  the 
outcomes  of  services  to  individuals  with  mental  retardation  by  examining  six 
major  quality  of  life  issues, 

•  Implementation  of  consumer  and  family  driven  initiatives,  including  three 
specific  projects:  (I)  a  consumer  empowered  RFP  process  in  which  a  family 
designs  the  services  for  their  family  member,  develops  the  criteria  for  selection 
of  a  service  provider  and  awards  the  contract,  (2)  the  development  of  consumer 
driven  pilots  within  each  DMR  region  which  have  allowed  for  greater  family  and 
consumer  participation  in  service  design,  and  (3)  an  Innovation  Fund  which  has 
allocated  $50,000  per  region  to  improve  the  life  circumstances  for  individuals 
currently  receiving  services  from  the  DMR,  and 

•  Significant  expansion  of  the  Medicaid  Home  and  Community  Based  (HCB) 
waiver. 
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Structural  Components  of  DMR 

The  Department  of  Mental  Retardation  provides  residential,  day,  support  and 
transportation  services  to  approximately  22,000  individuals  with  mental  retardation 
through  provider  operated  and  state  operated  programs  in  the  Commonwealth.  In  fiscal 
year  1995,  the  cost  of  providing  these  services  is  expected  to  exceed  $700  million. 
These  funds  will  allow  DMR  to  provide: 

•  residential  services  to  6,710  individuals, 

•  day  and  work  programs  to  9,999  individuals, 

•  respite  and  family  support  to  approximately  9,343  individuals  and 

•  transportation  services  to  over  7,980  individuals. 

DMR  operates  seven  state  facilities  which  range  in  size  from  63-549  persons. 
There  are  currently  2,200  residents  residing  in  these  facilities  across  the 
Commonwealth.  The  DMR  has  also  become  the  exclusive  provider  of  community 
residential  services  for  689  persons  with  mental  retardation  who  previously  lived  in  state 
facilities  (as  of  1/31/95).  These  programs  are  operated  and  managed  by  state 
employees. 

The  vast  majority  of  DMR  consumers  (20,000  out  of  22,000  served),  however, 
reside  in  the  community  with  support  from  the  DMR  and  local  service  agencies.  DMR 
estimates  that  it  contracts  with  380  private  providers  statewide  to  deliver  a  vast  array  of 
community  supports  and  options. 

DMR  directly  oversees  a  work  force  of  8,569  employees  through  a  decentralized 
management  structure.  In  addition,  an  estimated  15,000  staff  work  with  private 
providers  in  the  mental  retardation  services  system.  The  DMR's  five  regional  offices 
and  twenty-two  local  area  offices  provide  access  to  and  oversight  of  the  DMR  system 
around  the  Commonwealth.  Regional  Directors  supervise  all  community  and  facility 
based  services,  including  budgetary  control.  The  rationale  for  the  current  management 
structure  is  to  provide  authority  and  decision-making  closest  to  the  consumers  of 
services. 
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Other  State  Agency  Initiatives 

•Purchase  of  Service  Reform  As  indicated  above,  the  Department  of  Mental 
Retardation  indirectly  oversees  a  vast  privately  operated  system.  The  Commonwealth, 
like  most  other  states,  purchases  not  only  mental  retardation  services  but  other  vital 
health  and  human  services  on  behalf  of  thousands  of  Massachusetts  residents.  Private 
provider  agencies  account  for  almost  $1.5  billion  in  services  delivered  to  those 
constituents  in  need  of  health  and  habilitative  services.  Recent  financial  reports, 
however,  highlight  significant  flaws  in  the  system  of  purchased  services  and  the  need  to 
improve  accountability  and  performance. 

In  December,  1994,  the  Executive  Office  of  Health  and  Human  Services 
(EOHHS)  issued  a  final  report  based  on  the  recommendations  of  a  task  force 
established  a  year  ago  to  review  the  purchase  of  services  (POS)  system.  The  final 
report  comes  on  the  heels  of  a  State  Auditor  report  that  found  financial  improprieties  in 
several  human  services  agencies,  including  those  providing  mental  retardation 
services.  The  POS  recommendations  include  short  term  strategies  such  as  requiring 
private  agencies  to  strengthen  the  role  of  their  Board  of  Directors,  to  avoid 
unacceptable  related  party  transactions,  and  to  hire  only  high  quality  private  audit  firms. 
Longer  term  solutions  focus  on  an  expanded  information  technology  system  that 
together  with  the  short  term  initiatives  will  pave  the  way  for  a  system  based  on  provider 
performance  (EOAF  &  EOHHS,  1994). 

The  report,  acknowledging  the  regulatory  burdens  that  all  providers  face,  states 
"The  Administration  is  committed  to  making  it  easier  to  do  business  with  the 
Commonwealth  by  continuously  reviewing  its  systems  and  streamlining  its  own 
bureaucracy"  (EOAF,  p. 20).  For  example,  after  input  from  a  series  of  focus  groups,  the 
Division  of  Purchased  Services  identified  eight  actions  to  reduce  a  provider's 
administrative  burden,  including  eliminating  duplicative  reports,  improving  cash  flow, 
and  streamlining  the  pre-qualification  process. 

Longer  term  solutions  include  several  strategies  already  promoted  by  the 
Department  of  Mental  Retardation,  such  as  increased  use  of  vouchers  and  consumer 
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choice  and  linking  outcomes  to  contracts  (e.g.,  using  QUEST  ratings  in  contract 
renegotiations).  If  these  financial  and  administrative  reforms  are  implemented,  some  of 
the  obstacles  to  meeting  individual  needs  identified  by  interviewees  below  will  be 
alleviated. 

•  Housing  Reform  Another  systemic  issue  that  has  been  problematic  for  both 
private  providers  and  families  interested  in  developing  community  housing  for  persons 
with  mental  retardation  are  the  regulatory  burdens  imposed  by  agencies  outside  of 
DMR.  There  has  not  been  a  uniform  commitment  from  the  related  generic  state 
housing  agencies  regarding  how  their  policies  mesh  with  the  Department's  mission  to 
focus  on  individualized  supports.  One  of  the  generic  housing  agencies,  the  Executive 
Office  of  Communities  and  Development  (EOCD)  administers  the  Chapter  52  Bond 
Pool  which  could  potentially  benefit  hundreds  of  families  and  individuals  seeking  to 
develop  community  housing.  At  least  one  application  from  a  new  provider  for  housing 
persons  with  mental  retardation  was  denied  because  it  did  not  have  proven  experience 
in  the  housing  industry. 

Other  types  of  obstacles  have  surfaced  for  housing  that  is  purchased  directly  by 
the  Commonwealth.  The  Division  of  Capital  Planning  and  Operations  (DCPO) 
oversees  this  process  and  must  approve  every  proposal  for  new  or  existing  housing. 
While  it  has  been  debated  that  the  DCPO  process  can  take  longer  and  is  more  costly 
than  procuring  housing  from  a  contracted  provider  agency,  some  interviewees  noted 
that  there  is  little  documentation  to  support  this  argument.  For  example,  rental 
payments  to  providers  through  the  Purchase  of  Services  (POS)  process  cover  many  of 
the  same  expenses  that  straight  acquisition  costs  cover  through  the  DCPO  process. 

On  the  other  hand,  DMR  staff  indicated  that  DCPO  regulations  and  procedures 
have  increased  housing  costs.  For  example,  state  operated  homes  in  Region  V  will 
have  rental  costs  between  $3,000  and  $4,000  per  month  for  30  years.  Furthermore, 
they  argue  that  DCPO  has  little  understanding  and  empathy  with  providing  housing  and 
supports  to  people  with  mental  retardation. 

Although  DCPO  does  afford  long  term  security  rather  than  a  five  year  contracting 
cycle  that  can  be  terminated  at  any  time,  'customization'  of  the  housing  process  to  meet 
individual  needs  is  difficult.  DCPO  interviewees  noted  that  they  would  prefer  to  have 
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four  or  five  models  from  which  all  DMR  consumers  could  choose,  however,  this 
approach  flies  in  the  face  of  individualized  and  integrated  housing. 

•Transportation  reform  One  of  DMR's  priorities  is  to  focus  on  the 
transportation  services  that  they  purchase  for  thousands  of  individuals  with  mental 
retardation.  Interviewees  identified  many  limitations  with  the  purchase  and 
maintenance  of  publicly  owned  vehicles.  Similar  to  the  limitations  with  using  state 
agencies  such  as  DCPO  to  purchase  housing,  replacing  or  repairing  state  owned 
vehicles  takes  too  long,  is  inefficient  (e.g.,  must  use  state  garages  for  maintenance) 
and  is  generally  ineffective  in  meeting  the  individual  needs  of  people  trying  to  get  to 
work  or  daytime  activities.  DMR  has  contracted  for  a  study  of  transportation  services 
which  should  pinpoint  where  changes  could  be  made  in  the  transportation  system  to 
remedy  some  of  these  problems. 

The  following  three  sections  highlight  some  of  the  perspectives  of  the  major 
stakeholders  in  the  Massachusetts  mental  retardation  services  system. 

PERSPECTIVES  OF  FAMILIES  AND  INDIVIDUALS  WITH  MENTAL  RETARDATION 

•Family  and  individual  support  activities  have  gained  significant 
momentum  and  level  of  satisfaction    Across  the  Commonwealth,  family  members 
and  individuals  with  mental  retardation  stressed  how  family  and  individual  support 
activities  have  become  a  significant  part  of  the  services  and  supports  system.  In 
Region  I,  more  than  20  family  support  projects  involving  over  300  families  have  been 
funded.  As  one  family  member  noted,  "it's  right." 

Similar  perspectives  were  stated  in  other  regions,  though  the  extent  to  which 
family  support  is  embedded  in  service  delivery  in  Region  I  stands  out.  For  example, 
DMR  provided  $50,000  to  the  United  Families  for  Change  (UFC),  a  member  of  the 
statewide  Families  Organizing  for  Change  advocacy  group,  that  has  been  used  to 
support  expanded  family  leadership  series  and  other  advocacy  activities.  Region  III 
recently  awarded  $50,000  to  UFC's  counterpart  in  that  part  of  the  Commonwealth. 
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Key  informants  noted  that  family  support  services  should  be  expanded  only  if 
expansion  will  not  destroy  the  program's  flexibility  and  quality.  Similarly,  expansion 
should  not  result  in  regulations  and  policies  that  restrict  access  to  supports.  Region  VI 
families  raised  concerns  that  "programs  that  are  functioning  well  should  remain  intact." 
They  enjoy  participating  in  family/co-op  and  other  respite  exchange  services  and  would 
not  like  to  see  this  disrupted  or  overregulated. 

In  general,  parents  expressed  relatively  high  levels  of  satisfaction  with  family 
support  programs  and  would  like  to  see  continued  expansion  of  these  programs. 

Through  both  fiscal  and  personal  encouragement  from  regional  and  area  DMR 
leaders  and  staff,  the  family  support  movement  has  stimulated  the  growth  of  new 
provider  agencies  who  are  now  serving  persons  who  traditionally  would  have  been  part 
of  the  unserved/underserved  community.  For  example,  Region  III  has  been  particularly 
successful  in  recruiting  providers  to  work  with  Hispanic  low  income  families  who  need 
specialized  services. 

•Families  and  individuals  with  mental  retardation  are  more  involved  in 
making  decision  about  services    Interviewees  provided  many  examples  of  how 
families  and  individuals  with  mental  retardation  are  assuming  critical  roles  in  the 
services  system.    Several  of  the  family  support  projects  in  Region  I  were  originally 
located  in  a  'host'  or  provider  agency;  they  have  since  moved  out  on  their  own.    In 
Region  V,  one  provider  explained  how  it  reorganized  the  Parent  Advisory  Board  to  a 
group  that  is  truly  governed  and  controlled  by  families.  Agency  staff  now  serve  as 
liaisons  to  the  Board  and  attend  meetings  by  invitation  only  rather  than  directly 
managing  Board  activities. 

This  family  support  program,  like  many  across  the  state,  also  developed  and 
disseminates  a  newsletter  that  provides  a  variety  of  information  to  interested  families. 
The  growth  of  such  locally  based  information  networks  illustrates  that  families  are 
hungry  to  know  more  and  become  better  connected  to  resources  that  will  enable  them 
to  function  more  effectively  as  a  family. 
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Region  I  DMR  is  the  first  region  in  the  state  to  provide  $25,000  to  four  self- 
advocacy  groups  to  help  them  organize  and  to  write  Request  for  Proposals  (RFPS) 
(with  or  without  staff  consultation).  Funding  for  these  groups  may  also  increase.  As  the 
Regional  Director  suggested,  these  organizations  could  eventually  produce,  on  an 
annual  basis,  a  'Consumer  Report'  based  on  the  Ralph  Nader  model  that  evaluates 
outcomes  in  the  services  system. 

•  Family  support  principles  are  not  always  applied  consistently  across  the 
Commonwealth    Although  there  has  been  a  significant  change  in  the  way  in  which 
families  participate  in  the  mental  retardation  services  system,  informants  indicated  a 
need  for  more  consistency  across  the  Commonwealth  in  developing  a  network  of  family 
support  services  that  reflect  the  key  principles  of  family  support.  Families  expressed 
concern  that  some  parts  of  the  DMR  service  system  were  more  attuned  to  the  family 
support  movement  and  provided  additional  resources  to  this  issue  while  other 
regions/areas  were  still  in  need  of  technical  assistance  to  stimulate  development  and 
access  of  these  services.  Region  II  family  members  wondered  why  "several  family 
support  programs  offered  vouchers/cash  assistance"  in  other  parts  of  the  state  while 
this  was  "still  being  researched"  in  Region  II. 

A  recent  survey  of  families  and  family  support  agencies  by  Arc  Massachusetts 
highlighted  the  problems  with  inconsistency.  For  example,  although  half  of  the  family 
support  agencies  reported  family  involvement  in  designing,  directing,  evaluating,  and 
monitoring  services,  most  families  surveyed  indicated  that  they  had  little  role  in  such 
key  aspects  of  family  support  (56%  to  73%  responded  that  they  "never"  participated  in 
designing,  directing  or  hiring  key  staff  for  programs)  (ArcMassachusetts,  1995). 

DMR's  draft  Family  Support  Guidelines  address  some  of  these  inconsistencies 
and  help  clarify  the  purpose  and  principles  that  should  guide  family  support  activities 
across  the  Commonwealth.  These  guidelines  provide  more  comprehensive  and 
"clearer"  requirements  regarding  the  creation  and  operation  of  family  support  programs. 
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•Families  and  individuals  see  inequities  in  funding  and  access  to  services 

As  highlighted  in  the  Oregon  public  policy  analysis,  many  families  do  not  understand 
why  inequities  in  funding  have  to  exist  in  the  mental  retardation  services  system.  One 
family  member  suggested  that  the  cost  effectiveness  of  residential  services  should  be 
assessed.  Another  family  member  illustrated  the  issue  of  inequity  with  an  example  from 
their  region  of  a  $500,000  residential  program  supporting  four  individuals  while 
hundreds  of  families  are  waiting  for  services.  Furthermore,  many  families  and 
individuals  with  mental  retardation  voiced  their  concerns  that  the  priority  for  services  is 
for  individuals  leaving  institutions,  not  on  providing  opportunities  for  those  turning  22 
who  need  jobs  or  something  to  do  during  the  day. 

An  equally  troubling  concern  for  many  families  was  the  availability  and  flexibility 
of  respite  and  more  intensive,  in-home  supports  and  services.  To  many  individuals,  it 
appears  that  DMR  is  cutting  both  ends  of  service  delivery-family  preservation  programs 
like  respite  and  "hard  services"  such  as  residential  support.  Many  families  reflected 
how  difficult  it  is  to  recruit  staff  to  work  with  family  members  with  challenging  behaviors 
in  their  own  homes.  Some  of  these  families  expressed  a  desire  to  keep  out-of-home 
options  such  as  respite  facilities  available. 

Although  the  draft  DMR  Family  Support  Guidelines  maintain  out-of-home  respite 
options  for  those  families  who  have  no  alternatives,  the  use  of  respite  facilities  has  not 
been  available  to  many  of  the  families  we  interviewed.  Some  families  see  intensive  in- 
home  respite  as  a  "fantasy  alternative".  Others,  however,  know  from  experience  that 
intensive  in-home  respite  or  out-of-home  respite  with  surrogate  families  are  viable 
alternatives  to  facility  based  care.  Regional  and  local  office  staff  were  praised  for  their 
understanding  and  commitment  to  "scramble"  to  find  affordable  alternatives.  At  the 
same  time,  any  savings  that  could  be  used  either  to  restore  or  to  supplement  respite 
services  often  has  gone  to  cover  budget  deficits. 

Families  felt  that  "bureaucratic  rhetoric  often  replaced  reality"  when  respite 
services  had  to  be  redefined  and  re-bid  for  contract  award.  Increased  flexibility  in 
scheduling  respite  services,  especially  out-of-home  respite,  and  expanded  capacity  to 
provide  day  and  evening  respite  were  also  mentioned  as  important  priorities  to  families. 
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•Families  want  more  information  and  networks  There  was  unanimity  from 
participants  regarding  outreach  efforts.         


Although  the  number  of  either  .  _     ., 

As  one  Massachusetts  family  member 

professional  or  family  driven  information  suggested,  "[we]  could  create  solutions 

and  referral  projects  has  increased,  !nste£!d  °fubein9  ?n°u9ht  ofl  as  the 

crisis  of  the  week. 

largely  through  family  support  initiatives,       ^^^^^^^^^^^^^^^^^^^^^^ 
many  interviewees  cited  the  need  for 


information  about  both  formal  and  informal  services.  Increased  contacts  with  schools, 
television,  newsletters,  speakers  bureaus  and  mailing  lists  were  some  of  the  options 
mentioned. 

•Families  urge  immediate  action  on  establishing  a  cash  assistance  system 
A  number  of  family  members  stated  that  there  was  a  compelling  need  for  DMR  to 
aggressively  pursue  a  cash  assistance  system  similar  to  those  established  in  other 
states.  Families  could  purchase  clinical  services,  equipment,  transportation,  day  care 
slots,  after  school  programs  or  other  services  not  available  through  established 
programs.    For  example,  a  family  in  Region  I  purchased  its  own  respite  with  $1 ,000 
provided  by  the  area  office.  This  family  member  stressed  that  "families  can  manage  the 
dollars  they  receive."  Various  types  of  financial  assistance  were  discussed,  including 
direct  cash  payments  to  families. 

•Families  want  a  statewide  family/individual  support  policy    Although  DMR 
has  supported  the  enactment  of  House  Bill  2449,  "To  Support  Citizens  with  Disabilities 
and  Their  Families,"  many  interviewees  felt  that  the  state  as  a  whole  needs  to  reinforce 
its  "words  with  actions".    Families  were  especially  distraught  with  the  lack  of  support 
from  their  respective  legislative  leaders  and  noted  that  a  statewide  family  policy  should 
be  more  responsive  and  more  attuned  to  the  choices  and  desires  of  families  and 
individuals  with  mental  retardation.  DMR  was  viewed  as  the  major  player  in  this  arena 
and  must  advance  this  cause.  Many  families  felt  that  without  this  piece  of  legislation, 
the  DMR  mission  lacked  credibility  within  the  Executive  Office  of  Health  and  Human 
Services. 
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•Families  and  individuals  want  better  communication  and  more 
opportunities  for  partnerships  Key  informants  clearly  voiced  their  opinions  regarding 
communication,  indicating  that  improvements  in  the  current  system  for  consumer  input 
were  needed.  Some  informants  suggested  that  the  roles  of  advisory  board  members 
are  no  longer  clearly  defined.  Several  parents  stated  "their  input  doesn't  make  a 
difference  in  service  design  or  contract  award." 

With  the  implementation  of  DMR's  recent  consumer  empowered  RFP  and  the 
draft  Family  Support  and  Respite  Guidelines,  however,  family  members  and  individuals 
with  mental  retardation  can  now  control  and  direct  more  of  their  service  requests.  Since 
these  initiatives  are  still  in  their  infancy,  modifications  to  the  process  may  need  to  be 
made,  especially  regarding  what  types  of  technical  assistance  or  outreach  are  needed 
to  enable  all  types  of  families  to  design  and  select  their  own  service  providers. 

Interviewees  who  are  also  members  of  area  citizen  advisory  boards  reported 
that  although  they  are  effective  legislative  advocates,  they  often  feel  pressured  to  act 
only  in  the  face  of  DMR's  problems  and  difficulties.  They  do  not  feel  a  partnership 
exists  with  DMR  planners  and  policy  makers. 

In  general,  families  are  concerned  that  as  family  support  programs  begin  to  take 
on  a  greater  degree  of  sophistication,  the  program  may  require  more  detailed  reporting, 
a  greater  degree  of  regulation  and  accountability,  and  a  painful  sorting  out  process  to 
determine  priorities.  Families  want  to  maintain  its  attractive  features-such  as  its  low 
cost,  a  relatively  unregulated  nature,  and  flexible  capabilities. 

PERSPECTIVES  OF  PROVIDERS 

•Exchange  of  information  and  communication  is  too  sparse  and  confusing 

The  most  compelling  concern  voiced  by  providers  is  communication.  There  is  an 
overwhelming  feeling  that  the  state  and  the  provider  community  need  to  reaffirm  their 
partnership  in  planning  and  development.    Many  of  the  providers  interviewed  are 
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feeling  left  out,  ignored,  and  forgotten  as  major  system  changes  are  being  developed 
and  implemented.  Providers  are  feeling  abandoned  during  a  time  when  the  stability  of 
the  system  is  in  question. 

•System  reforms  in  individual  and  family  empowerment  are  important 
Many  providers  indicated  their  enthusiasm  with  the  new  system  goals  promoted  by  the 
Department  of  Mental  Retardation,  especially  those  regarding  consumer  and  family 
empowerment,  a  focus  on  natural  supports,  and  linking  services  to  quality  of  life 
outcomes  as  expressed  in  QUEST.  These  positive  views  of  the  mental  retardation 
services  system  were  expressed  by  a  variety  of  providers  who  also  shared  the  many 
success  stories  from  both  individuals  and  families  that  were  present  in  the  system. 
Some,  however,  approached  the  shift  to  an  individualized  support  system  with 
reluctance  and  voiced  significant  concerns  about  the  Department's  ability  to  implement 
these  goals.  Others  wanted  more  tools,  especially  technical  assistance  and  resources, 
in  order  to  meet  the  challenges  of  system  change. 

•Retention  and  recruitment  of  qualified  staff  are  extremely  hampered  by 
low  wages    Problems  of  staff  recruitment  and  retention,  especially  among  direct  care 
workers,  are  serious  because  they  threaten  the  quality  of  care.  Raising  the  quality  of 
care  has  been  one  of  the  great  achievements  of  the  system  over  the  last  twenty  years. 
Many  providers  stated  that  no  one  wants  to  see  the  system  eroded  by  worker  instability 
or  lack  of  ability.  Some  non-profit  agencies  interviewed  are  experiencing  turnover  rates 
of  around  50%  for  direct  care  workers.  Furthermore,  the  number  of  candidates  applying 
for  these  jobs  has  fallen  off  dramatically  over  the  past  few  years.2 

The  most  troublesome  problem  associated  with  staffing  shortages  were 
attributed  to  low  salaries.  Providers  were  unanimous  in  their  claims  that  the  system  is 
fragile  and  acknowledged  the  need  for  an  immediate  infusion  of  cash,  specifically 


■Some  agencies  indicated  that  because  of  recruiting  difficulties,  existing  staff  take  on  more  than  one 
job  within  the  organization,  which  may  reflect  a  lower  turnover  rate  for  the  agency  as  a  whole.  On  the 
other  hand,  service  and  quality  of  life  outcomes  may  be  at  risk  as  direct  care  workers  are  often  covering 
more  than  one  position. 
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directed  at  salary  levels.  Most  of  the  provider  interviewees  felt  that  the  stability  of  the 
entire  community  service  system  is  in  jeopardy  if  DMR  and  other  policy  makers  do  not 
recognize  and  seek  solutions  to  this  issue.3 

"Our  own  best  resources  have  been  abused"  is  a  sentiment  we  heard  often 
around  the  state.  Many  staff  have  reached  a  level  of  discouragement  and  do  not  feel 
proud  about  their  work.  This  desperation  negatively  affects  quality  of  services. 
Compounding  this  issue  is  the  disparity  between  the  compensation  in  the  state  and 
private  sectors  for  employees  doing  similar  jobs.  The  threat  of  unionization  of  private 
sector  employees  is  also  quite  troubling  for  private  agencies  and  does  not  mesh  well 
with  the  vision  of  a  services  system  focused  on  individual  supports  and  based  on  a 
flexible  and  creative  workforce. 

•Limited  new  resources  are  affecting  not  only  service  expansion  but  also 
service  innovation  Rapid  growth  of  community  programs  has  had  a  tremendous 
impact  on  the  work  force  in  terms  of  the  number  of  direct  care  staff  and  clinicians 
needed.  Providers  reported  that  they  are  constantly  being  asked  to  provide  more 
services  with  less  money.  Some  providers  are  increasingly  saying  " .  .  .cuts  in  funding 
are  equal  to  cuts  in  service."  Most  of  the  providers  interviewed  felt  that  they  ".  .  .can  no 
longer  do  more  with  less." 

Another  serious  concern  expressed  by  providers  is  the  lack  of  DMR  guidance 
and  fiscal  support  provided  to  agencies  in  meeting  the  DMR  mission.  Providers  are 
finding  it  extremely  difficult  to  restructure  and  develop  innovative  projects  without  seed 
money.  Providers  support  DMR's  new  mission  statement,  but  are  given  mixed 
messages  about  the  Department's  commitment  to  meet  that  same  mission.  Many 
agencies  expressed  the  need  for  hands  on  technical  support  from  DMR  staff  in 
redesigning  their  service  delivery  system.  DMR's  new  Innovation  Fund  is  a  step  in  the 
right  direction  and  could  be  used  to  stimulate  and  or  to  support  'system  change' 
projects. 


■Division  of  Purchased  Services  (DPS)  staff  indicated  that  in  1994,  approximately  10-13%  of  mental 
retardation  providers  were  experiencing  financial  deficits.  In  addition,  without  COLA,  there  could  be  more 
closures  within  the  provider  system. 


26 

There  were  some  providers,  however,  who  felt  frustrated  and  angered  with  the 
way  in  which  the  Department  was  implementing  its  shift  to  an  individualized  system. 
The  perspective  of  these  providers  is  that  they  should  know  how  to  implement  these 
system  changes;  if  they  do  not,  the  Department  has  indicated  that  they  could  lose  their 
contracts. 

•Increases  in  regulations  and  requirements  Providers  still  feel  constrained 
by  numerous  regulatory  and  administrative  oversight  mechanisms.  Additional 
regulatory  and  statutory  requirements  have  come  not  only  from  other  federal  and  state 
agencies  (e.g.,  increased  OSHA  standards)  but  also  the  increased  cost  of  doing 
business  (e.g.,  increased  health  care  premiums,  workers  compensation  and  others). 

•Pressures  to  merge  provider  agencies  and  to  expand  are  not  necessarily 
compatible  with  an  individualized  support  system 

Providers  are  also  talking  about  combining  and  merging  efforts  to  survive  as 
larger  and  stronger  entities,  but  there  is  a  price  to  pay  for  this  growth.  That  price  will 
sacrifice  local  flavor,  creativity  and  staff  flexibility.  As  noted  by  one  provider,  "[we]  are 
pushed  to  get  larger,  but  success  is  due  to  small  agencies  knowing  the  person  well." 
Although  small  agencies  have  successfully  merged  in  regions  I,  III  and  V,  this  type  of 
action  does  not  support  the  public  message  that  "smaller  is  better."  This  does  suggest, 
however,  that  without  COLA  (Cost  of  Living  Adjustments)  for  seven  years  and 
continued  increases  in  the  cost  of  providing  services,  many  small  agencies  experience 
financial  problems.  One  DMR  area  director  noted  that  recently  they  lost  four  providers; 
because  of  financial  issues  two  'quality'  agencies  were  merged. 

A  related  problem  that  affects  provider  stability  is  that  DMR  area  offices  now 
have  decreased  fiscal  oversight  with  respect  to  monitoring  contracts.  Since  providers 
no  longer  submit  monthly  financial  reports  to  the  Area  offices,  staff  can  no  longer 
identify  and  track  financial  or  management  problems  such  as  turnover  rates  in  a  timely 
fashion.  Some  of  these  concerns  have  been  raised  with  the  Division  of  Purchased 
Services  (DPS)  staff  at  EOHHS  and  may  be  addressed  in  the  ongoing  reform  of  the 
Purchase  of  Services  system. 
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Many  interviewees  felt,  however,  that  "DMR  is  confusing  quality  with  cost." 
Several  providers  noted  that  the  theme  in  FY  '94  was  that  they  could  take  a  1%  cut.  At 
the  same  time,  these  same  providers  feel  demoralized  and  confused  when  DMR 
suggests  that  the  competition  can  pick  up  their  contracts  if  they  cannot  meet  the 
increasing  demands  placed  on  them. 
PERSPECTIVES  OF  DMR  STAFF 

•  New  program  development  initiatives  are  necessary 
As  expressed  by  other  interviewees,  DMR  staff  in  most  regions  are  anxious  to  promote 
the  mission  of  the  Department,  especially  initiatives  such  as  consumer  and  family 
empowerment  and  individualized  services.  Across  the  state  area  staff  are  working 
closely  with  providers  to  "get  as  much  as  possible  out  of  existing  contracts."  Several 
area  staff  noted,  however,  that  they  see  this  as  a  "joint  ownership  of  the  change 
process." 

In  Region  I,  one  area  was  restructuring  all  of  its  services,  except  state  operated 
facilities,  to  focus  on  individual  supports.  Area  staff  created  a  provider  support  group  to 
encourage  service  agencies  to  work  together  as  allies  in  the  change  process.  One 
vendor  was  converting  all  of  its  apartment  and  group  living  arrangements  to  shared 
living  for  over  40  individuals.  By  the  winter  of  1994,  fifteen  individuals  were  living  in 
shared  arrangements-some  with  other  family  members,  some  with  agency  staff,  or  with 
members  of  the  community-and  another  25  individuals  were  in  the  process  of 
developing  personalized  living  arrangements. 

Region  VI  was  particularly  proud  of  the  living  arrangements  they  established  for 
consumers  who  were  leaving  the  Fernald  State  School.  In  one  instance,  a  Fernald 
employee  was  hired  as  the  "roommate"  to  live  with  a  young  man  in  the  community. 

Similar  changes  are  being  made  in  contracts  that  support  day  activities  for 
persons  with  mental  retardation.  In  Region  I  and  Region  V,  every  contract  for  day 
services  has  been  evaluated  and  targets  have  been  set  to  transfer  sheltered  work  to 
supported  employment.  With  the  encouragement  of  Central  Office  directives,  other 
regions  have  also  made  progress  in  shifting  resources  out  of  sheltered  workshops  into 
supported  employment  or  other  integrated  options. 
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•Resource  and  system  capacity  issues  are  troublesome  for  area  staff 

Regional  and  area  staff  raised  a  concern  about  their  ability  to  garner  sufficient 
resources  to  maintain  and  meet  growing  expectations.  Every  management  directive 
that  is  adopted  to  address  the  changing  needs  of  this  population  must  have  sufficient 
resources  to  support  its  accomplishment.  Area  staff  stressed  that  they  are  constantly 
receiving  requests  for  services  from  new  constituencies,  but  that  the  existing  service 
capacity  is  insufficient  to  meet  expected  demands.  As  such,  area  staff  continue  to 
serve  only  individuals  in  crisis,  which  prevents  them  from  supporting  individuals  on  the 
waiting  list. 

The  lack  of  seed  money  and  impediments  to  using  cost  savings  or  revenues 
generated  from  Medicaid  waiver  money  have  limited  innovation  and  the  ability  to  serve 
those  on  waiting  lists.  Many  DMR  interviewees  stressed  that  fiscal  constraints  have 
been  especially  acute  in  the  last  five  years.  Before  1990,  area  staff  could  package 
certain  resources  to  help  start  a  new  agency  or  could  use  'add-ons'  to  existing  contracts 
to  fund  an  individual  turning  22.  For  the  most  part,  this  type  of  flexibility  in  the  system  is 
gone. 

•Relationships  with  the  private  provider  system  are  often  strained 
Regional  and  area  staff  noted  that  implementing  an  individualized  support 
system  has  been  difficult  with  some  providers,  especially  those  that  have  fixed  cost 
investments  in  real  property  and  integrated  overhead  expenses  across  multiple 
contracts.  In  general,  DMR  interviewees  feel  that  the  community  system  as  a  whole  is 
fragile  because  of  the  lack  of  COLA  (cost  of  living  adjustments)  for  the  past  six  years. 
Area  staff  are  being  told  by  some  providers  that  additional  consumers  or  consumers 
who  present  difficult  behaviors  cannot  be  served  without  additional  compensation. 
DMR  staff  then  are  faced  with  crisis  management  responsibilities  and  are  'reactive 
rather  than  proactive'  with  respect  to  new  program  development  activities. 

•The  area  system  has  been  both  'empowered'  and  neglected 

Several  DMR  staff  noted  that  they  have  been  empowered  by  Central  Office  to 
examine  existing  resource  allocations  and  service  patterns  and  to  restructure  such 
services  to  focus  more  on  individualized  and  family  support.  At  the  same  time,  the  lack 
of  new  fiscal  resources  for  the  overall  system  has  also  impacted  negatively  on  their 
ability  to  manage  system  change. 
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Staff  did  acknowledge  that  DMR  needs  to  be  more  efficient;  however,  there  must 
be  some  attention  paid  to  strengthening  the  area  system  in  order  for  it  to  be  more 
responsive  to  individual  requests  and  needs.  Further,  support  and  technical 
development  needs  to  be  available  to  assist  the  area  offices  in  working  with  providers 
who  have  difficulty  with  overall  system  change. 

•More  attention  must  be  paid  to  training  needs  Many  of  the  interviewees 
highlighted  increased  training  needs  across  the  spectrum  of  the  services  system, 
ranging  from  a  focus  on  the  outcomes  of  recent  investigations  to  specialized  training  for 
service  coordinators.  Although  Central  Office  has  devoted  more  resources  to  training  in 
the  past  five  years  than  in  any  previous  administration,  it  is  clear  that  the  demands  of 
shifting  a  program  based  system  to  individualized  supports  will  require  an  even  greater 
focus  on  retraining,  technical  assistance  and  general  teaching  about  system  change. 

•Service  coordination  must  be  evaluated  within  the  context  of  system 
change  Many  interviewees  indicated  that  the  goals  and  objectives  of  the  existing 
service  coordination  system  need  to  be  re-examined  in  light  of  the  Department's  focus 
on  individualized  supports  and  services.  These  same  interviewees  felt  that  the  role  of 
service  coordinators  should  be  more  like  facilitators  or  brokers  and  should  include  more 
attention  to  monitoring  services  and  supports.  Some  interviewees,  however,  were 
concerned  that  shifting  service  coordination  to  service  brokerage  would  create  a  two  tier 
case  management  system.  On  the  other  hand,  there  was  significant  support  for 
enabling  service  coordinators  to  do  more  things  that  coincide  with  the  traditional  view  of 
case  management,  i.e.,  providing  resources  and  information  to  the  person  or  family, 
assisting  them  with  community  connections,  and  other  'linking'  functions. 

In  addition,  the  current  size  of  many  caseloads  is  simply  too  large  to 
accommodate  the  demands  of  a  person-centered  services  system.  Many  interviewees 
indicated  their  caseloads  were  above  45  individuals.  Increased  caseload  size  coupled 
with  additional  paperwork  has  limited  the  ability  of  the  service  coordinator  to  do 
adequate  monitoring  and  to  be  seen  as  the  'linchpin'  in  making  the  system  work  for 
individuals  with  mental  retardation  and  their  families. 
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SUGGESTIONS  FOR  IMPROVEMENTS 
IN  THE  SERVICES  AND  SUPPORTS  SYSTEM 

We  also  requested  key  informants  to  think  of  ways  in  which  DMR  and  other 
human  services  systems  can  not  only  improve  but  also  accomplish  their  enormous 
mandates.  The  following  suggestions  are  based  on  key  informant  comments  and 
information  obtained  from  other  state  mental  retardation/developmental  disabilities 
agencies. 
Family  and  Individual  Support 

1 .  Family  support  services  should  not  be  viewed  as  a  gap  filler,  but  as  a  must  for 
families.  Family  members  are  essential  in  developing  a  meaningful  and  comprehensive 
system  of  supports  for  individuals  with  mental  retardation.  As  reflected  in  a  recent 
survey  by  Arc  Massachusetts,  the  family  support  system  is  struggling  to  change  in  order 
to  encompass  the  breadth  of  needs  and  options  for  families  and  individuals  with 
disabilities. 

2.  There  is  a  need  for  more  consistency  and  continuity  regarding  system  change 
policies  including  family  support.  DMR's  draft  family  support  guidelines  help  answer 
some  questions  regarding  how  specific  policies  should  be  interpreted  across  the 
Commonwealth.  At  the  same  time,  there  is  a  need  to  have  implementation  plans 
regarding  family  support  maintenance  and  expansion  as  part  of  a  system-wide  planning 
effort.  This  includes  identifying  short  and  long  term  strategies  concerning  the  future  of 
formal  supports  such  as  respite  facilities  and  informal  supports  such  as  developing 
linkages  to  the  community-at-large. 


3.  There  is  a  need  for  intensive, 


in-home  services,  including  more  clinical  "Three  years  a9° ' would  have  to,d  V°u 

that  a  fence  to  keep  [my  daughter] 

supports  and  quality  in-home  locked  in  our  yard  was  what  I  needed 

evaluations.  If  family  supports  most  Now> [  "eed  bu^es  into  our 

community  to  have  her  get  an 

encompass  individuals  with  significant  education  and  stay  tied  to  her  local 

needs  for  in-home  care,  the  existing  community. "  Parent,  Southeast 

Massachusetts 
array  of  services  and  support  options  ^^_^^_^— ^^^^^^^^^_^^^_ 

does  not  go  far  enough  to  cover  such 

individuals. 
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4.  There  should  be  a  comprehensive  family  support  policy  that  affirms  the  major 
principles  of  family  support.    Many  of  these  principles  are  stated  in  draft  DMR  family 
support  guidelines.  Public  policy  should  be  clear,  however,  that  it  will  do  whatever  it 
takes  to  enable  families  to  maintain  "the  integrity  of  the  family  unit,  consistent  with  their 
unique  and  diverse  needs"  (UFC  Position  Statement). 

5.  Waiting  lists  for  all  services,  including  family  support  services,  must  be 
clarified  and  tied  to  system  goals  and  objectives.  Draft  DMR  family  support  guidelines 
would  enable  area  offices  to  include  families  waiting  for  family  support  services  in  the 
Consumer  Registry,  thus  providing  a  clearer  picture  of  some  specific  needs.  For 
example,  a  family  governed  support  project  in  Region  1  is  providing  140  families  with 
respite  services  and  indicated  that  another  40  could  use  such  services. 

Information  and  Communication 

1 .  There  is  a  need  for  policy  makers  to  listen  to  the  key  stakeholders  at  all  levels 
of  the  services  system,  that  is,  families,  individuals  with  mental  retardation,  providers, 
and  DMR  staff,  and  to  craft  open  communication  policies  that  are  based  on  respect  and 
that  are  responsive  to  the  needs  that  must  be  met  while  making  system  changes. 

Fiscal  Incentives 

1 .  New  fiscal  and  other  incentives  are  needed  to  stimulate  increased  service 
innovation  and  experimentation.  The  traditional  practice  of  packaging  community 
service  expansion  dollars  into  predefined  options  needs  to  be  reexamined.  Services 
and  funding  must  be  tailored  to  ensure  that  individuals  "receive  just  the  services  they 
need."  Flexibility  coupled  with  person-centered  support  strategies  will  permit  dollars  to 
be  used  more  effectively.  Experience  from  across  other  states  who  have  suspended  or 
waived  the  "rate  setting"  methodology  used  for  traditional  program  models  has  helped 
to  attract  new,  smaller  service  providers  and  resulted  in  "unprecedented  teamwork'" 
between  the  local  planning  office  and  the  provider  agency. 
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2.  Dedicated  reserve  accounts  can  be  developed  as  system  reform  occurs. 
Targeted  funds  from  the  phase  down  of  publicly  operated  facilities  and  other  initiatives 
could  be  diverted  to  a  revolving  loan  program  for  service  innovation. 

3.  Policy  makers  must  provide  families  and  individuals  with  mental  retardation 
with  a  vahety  of  financial  assistance  mechanisms,  including  direct  cash  assistance,  in 
order  to  meet  the  demands  of  a  changing  services  system.  Significant  experience  both 
in  the  Commonwealth  and  across  the  country  with  financial  assistance  given  directly  to 
individuals  purchasing  services  or  supports  bolsters  the  argument  for  a  clear  and 
consistent  statewide  policy  on  this  issue. 

4.  A  renewed  emphasis  on  redirecting  revenues  from  the  Home  and  Community 
Based  Waiver  Program  to  the  DMR  must  be  explored. 

Administrative  Issues 

1 .  There  is  a  need  to  develop  a  strategic  plan  that  clearly  ties  program 
development  to  service  innovation  that  is  based  on  grass  roots  activities.  Actionable 
goals  should  be  tied  to  each  strategic  objective  (  e.g.,  40%  of  existing  residential 
services  will  be  redirected  by  a  certain  time  period) 

2.  There  is  a  need  to  enhance  the  Area  office  system.  A  thorough  examination 
of  the  area  system  needs  to  occur  in  order  to  build  upon  the  strengths  and  leadership 
potential  of  the  line  staff.  Alternative  approaches  to  streamlining  paperwork,  simplifying 
other  requirements,  intensifying  case  manager  training,  and  developing  "interim  service 
strategies"  to  address  a  person's  needs  while  longer-term  individualized  service  plans 
are  being  finalized  should  be  explored. 

3.  Additional  resources,  either  through  direct  appropn'ation  or  through 
reallocation,  must  focus  on  regional/local  training  initiatives.  Fiscal  rewards  and 
incentives  must  be  linked  to  ensuring  that  programs  and  staff  are  adequately  and 
appropriately  trained  in  the  areas  of  consumer  choice,  empowerment  and  system 
change.  A  strengthened  training  curriculum  in  values  and  service  design  principles  is 
essential  in  ongoing  system  reform. 
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4.  Service  coordination  must  be  evaluated  and  restructured  to  meet  the  goals  of 
individualized  support  and  service.    Service  coordinators  should  be  recast  as  support 
brokers  or  personal  agents.    A  corollary  is  to  establish  a  caseload  standard  that  reflects 
national  standards  and  will  promote  greater  individualized  service. 

Coalition  Building 

1 .  There  is  a  need  to  renegotiate  existing  partnerships  with  the  key  stakeholders 
in  the  services  system. 

a.  For  families,  this  does  not  necessarily  mean  that  all  their  requests  can  be 
met,  but  they  should  not  have  to  constantly  struggle  to  obtain  supports  and  services  for 
their  family  member.  Furthermore,  this  partnership  should  be  flexible,  based  on  respect 
and  open  to  discussion  and  change. 

b.  For  local  communities,  this  means  increased  attention  should  be  focused  on 
those  'mediating'  structures  like  churches,  civic  groups,  and  recreation  facilities. 
Funding  should  be  available  from  the  purchase  of  services  system  to  invest  in  generic 
community  support  systems. 

c.  For  private  providers,  partnerships  should  be  built  on  cooperation,  not 
intimidation.  Incentives  for  systems  change  begin  with  having  motivated,  trained  and 
well  paid  staff.  Other  incentives  must  be  built  into  the  quality  enhancement  system  to 
reward  steps  taken  to  create  an  individualized  services  system. 

2.  A  stronger  coalition  is  needed  that  expresses  the  voices  of  people  with 
mental  retardation  as  a  priority,  especially  if  the  services  system  is  shifting  to 
individualized  supports  and  services. 

3.  Public/private  partnerships  must  be  further  explored,  especially  regarding 
future  housing  and  support  issues.  State  agencies  and  providers  will  need  to  learn  to 
work  together  within  the  larger  system  of  neighborhoods,  private  businesses,  and  local 
services,  such  as  the  housing  authorities  or  public  schools.  Community  service 
financing  should  come  to  mean  community-development  in  which  state  agencies  and 
providers  carefully  assess  local  needs  and  resources.  Business  and  other  local 
community  leaders  should  participate  in  planning  and  developing  opportunities  for 
community  living. 


34 


Opportunities  For  Change 

Since  the  establishment  of  the  Department  of  Mental  Retardation,  the 
administration  of  the  agency  has  been  confronted  by  a  series  of  ever-evolving 
challenges.  These  challenges  have  presented  both  risks  and  opportunities  with  respect 
to  the  improvement  of  existing  services,  and  the  maintenance  of  best  practices  and 
model  services.  DMR's  challenge  lies  in  constructively  managing  the  stabilizing  forces 
that  accumulate  with  time.  Its  leaders  must  keep  renewing  the  vision  of  supporting 
people  in  homes  and  community  roles  of  their  choice.  Such  renewal  depends  on 
improving  staff  competency,  inventing  ways  to  deal  with  bureaucratic  and  organizational 
requirements  that  threaten  to  extinguish  personal  commitment,  and  deepening  the 
Department's  collective  understanding  of  the  people  who  rely  on  them  and  the 
community.  To  keep  its  vision  alive,  DMR  must  remain  a  learning  organization. 

Developing  a  rationale  for  change  entails  a  review  of  what  successes  we  have 
achieved  and  of  the  needs  we  have  yet  to  meet.    This  document  identifies  areas  for 
system  improvement  as  well  as  provides  a  foundation  for  policy  direction  through  a 
broad  base  of  public  input.  The  time  is  now  to  renew  our  understanding  of  where  the 
field  is  going  and  what  policies,  priorities  and  themes  we  will  use  to  get  us  there. 
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